The care of a child with a life-limiting condition proves an emotional, physical and financial strain on the family that provides care for their child. Respite care is one way which allows carers to receive some relief and support in the context of this burden of care. The provision of and the requirements for respite in this context is poorly understood. This survey aims to describe the types of respite care families receive, the respite that they would ideally receive and the barriers that prevent this. Methods: A cohort of 34 families cared for by the Paediatric Palliative Care Service in Queensland were approached to participate in a 20-question survey about their current respite preferences for future respite, with 20 surveys returned. Results: Three of the families (15%) reported receiving no respite in the previous 12 months. Families who received respite received a combination of formal respite (a structured care provider) and informal respite (family or friends). Ten families (50%) reported that they would want the time of respite changed. Barriers to receiving adequate respite included complexity of care of the child, financial barriers and lack of a respite provider.
What this paper adds
1 There is a disparate provision of respite care, specifically in overnight respite. 2 There is variability in ideal respite for families. 3 Perceived barriers to receiving respite care included the lack of appropriately trained providers, complexity of care and lack of financial support.
The care of children with life-limiting conditions is often emotionally, physically, spiritually and financially demanding. [1] [2] [3] [4] [5] [6] [7] A life-limiting condition in paediatrics is one where diagnosis of the condition occurs before the age of 16 years, there is no cure, and there is a likelihood that the child will die prematurely as a young person (before 25 years). 8 These conditions are varied and subsequently, these children have diverse care needs. [9] [10] [11] These children are often cared for within the home 9,12,13 and carers, be that parents, foster parents, guardians, grandparents or siblings, 3, 10, 11 often need a 'short break' or some 'time out' 14 as the provision of continuous care can often be exhausting.
Respite is a service that allows carers to take 'a break' and leave their child with a substitute care giver by formal and informal means. This aims to reduce the stress and fatigue that comes with the continuous provision of care for a child with a chronic health problem. [2] [3] [4] [5] 14 Respite also may provide an opportunity for the child to increase their own social interactions and vary their activity. 2, 15 Due to the uncertain illness trajectories and complex medical needs of these children, previous studies have highlighted the need for flexibility in respite care. 4, 16, 17 There can also be variability in the definition of respite, 2 and some parents have reported that respite services do not provide an adequate break. 5 Little is known about the type of respite that would be the most beneficial to these families, supporting the need to identify specific respite needs for parents, and barriers to receiving respite care. Within the state of Queensland, options of respite for children include in-home and centre-based respite provided by personal carers during the day and occasionally overnight or on weekends. Respite is usually funded by Disability Services Queensland or non-government organisations. Despite these available options for respite, funding remains a challenge and there is a limited availability of trained carers to provide respite, particularly in rural locations. An earlier study has highlighted the need for respite care for children living in Queensland. 8 However, we felt it important to repeat this study approximately 10 years later to assess whether the needs of families within Queensland have changed. This study aims to clarify the respite needs of parents caring for children with life-limiting conditions by first identifying the respite, both formal and informal, that these families access and then identifying preferences for future respite. We also wish to understand barriers that families have to accessing the respite they need in caring for their child. Recently, respite needs of children in New South Wales, South Australia and Victoria 18, 19 have been studied. Analysing the needs of families living in Queensland would be helpful in ensuring consistency in the care provided across Australia and would aid in identifying regional variation in patients' needs.
Methods
This is a descriptive cohort survey of respite provision and respite needs of families linked to the Paediatric Palliative Care Service at the Royal Children's Hospital, Brisbane. All families known to the Palliative Care Service at the start of 2011 were approached to participate voluntarily in a 20-question survey (Appendix I). Participants were family members of children with life-limiting conditions. Children were at different phases of their illness trajectories. All children who had been referred to the specialist Paediatric Palliative Care Service were identified through a service database and included. Children resided throughout the state of Queensland and northern New South Wales, which is the scope of the Palliative Care service. A letter was also sent to the children's treating doctors to inform them of this information being collected. Involvement in this study was voluntary and consent was implied through voluntary completion of this 20-question survey.
Demographic data was collected followed by questions regarding current utilisation of respite care both informally and formally. Families were also asked what their ideal respite provision would be. The postcode of residence was used to determine the patient's section of state according to the Australian Statistical Geography Standard, 20 and used to determine the patient's Index of Relative Socio-economic Disadvantage. 21 Approval was obtained from the Children's Health Services Human Research Ethics Committee to undertake this research.
Results
A total of 34 surveys were sent with 20 being completed (completion 58.8%). Five of the families who were sent surveys were of culturally and linguistically diverse background (Greek, Middle East, Russian and Indian). Participant characteristics are outlined in Table 1 . Participants in this study were the carers of children between the ages of 11 months and 18 years (mean = 8 years, standard deviation = 5.5 years). Diagnostic groups included metabolic (30%), cerebral palsy (20%), genetic (20%), neurological (20%) and mitochondrial (10%) disorders. Most of the children's parents who responded to the survey were Caucasian except for one child whose mother was Russian and another child whose parents were Greek.
Due to the small size of our survey population, associations of respite with various factors such as age, geographical location and socio-economic disadvantage are described in an exploratory way. Except for neurology, there was one child in each group who was not accessing respite ( Fig. 1 ). For this data analysis, we included children who were not receiving respite (three children) and children where an informal arrangement was their only means of respite (one child). Despite 5 children in the group of 34 children surveyed having a cancer diagnosis, none of these parents responded to the survey. Respite service provision was present for patients aged 1 through to adolescence (Fig. 2) . While only a small number of families lived in a location other than major urban (n = 4), only one of these families was not accessing respite (Fig. 3) . Socio-economic disadvantage was important to consider as 33% of children from the group with high disadvantage were not accessing respite compared with 9% of children from a low socio-economic disadvantage (Fig. 4) .
In our study, 15 children (75%) lived with two parents and 13 (65%) had siblings. Three children lived with extended family members. Two children lived with one of their parents with other unrelated people in the household. Five families (25%) reported having another child who had health problems. However, these health problems were different to that of the child who had palliative care needs. Seven of the 20 surveyed care givers reported health issues of their own.
In the past 12 months, the most common form of respite received was in-home respite (15 families; 75%). Fourteen of these families received regular and planned respite in the home at least once a week. Ten families (50%) reported receiving respite through informal arrangements with friends and family. 
Four families received respite through a formal respite facility or a hospice. Three families received respite through their local hospital and a further three families received respite by taking their child to stay at another person's home. Three families reported receiving no respite. In addition to the need for planned respite, there was also a significant need for respite at times of emergency (e.g. the parent or carer may have been unwell themselves -see Table 2 ). Eleven families (55%) funded their respite partly through a government funded service, nine families (45%) each used nonprofit organisations that provide respite in the Queensland area, five families (25%) used their own personal savings and two families (10%) used private donations.
Responses for ideal respite are outlined in Table 3 . Ten families (50%) reported they would want to change the time of respite. Seventeen families (85%) wanted respite to be provided at home. The most frequently chosen times for when to receive ideal respite was the weekends (13 families; 65%), weekdays (10 families; 50%) and overnight (10 families, 50%). Five families (25%) of families were satisfied with their current level and type of respite.
Eighty-five percent of the respondents (17 families) reported they would use respite for rest and relaxation. Quality times with siblings and for their own appointments were the next most frequently stated uses of respite time. The barriers to receiving respite most frequently reported by the respondents were the complexity of care of the child, financial barriers and lack of a provider ( Table 4) .
Discussion
Children with paediatric palliative care needs suffer from a range of conditions, and their illness trajectories are often unpredictable. Their illnesses are often characterised by a series of health crises which may be interspersed with varying periods of relative stability, making estimations of prognosis to be very uncertain. 16 The fluctuating course of some diseases means that at times of crisis, families may rely more heavily on support structures including respite. This study builds on previous work undertaken in relation to what type of respite care families would like to receive. 18, 19 In particular, it focuses on those children with complex health needs who have life-limiting conditions. The variability in the use of respite and reported ideal time of respite by these families reflects the different intrinsic dynamic needs and variable pre-existing support in the family's network of friends and family. Similarly, each child comes with their own medical, nursing, emotional and behavioural needs. 22 Thus, respite needs to respond to these varied requirements and preferences in a culturally, socially and spiritually appropriate way for each family. Steele et al. 16 highlighted that families care for a child often with complex needs while grieving the losses associated with the child's diagnosis, prognosis and deterioration. In addition, the demands of care changed with the child's age and illness progression. Other stressors or events (e.g. parental relationship problems, parental or another child's illness) may also impact on coping with child's needs in this context. As a result, the needs for respite are not static. Our study highlights that families' need for respite may vary and may occur unexpectedly. The option for emergency respite was something that some families considered important to accommodate unanticipated changes in the child's condition or unforeseen events within the family as a whole (see Table 2 ). Formal respite is a limited resource and thus many families arrange alternative informal arrangements with family and friends. The families in our study sourced respite at a combination of locations and with various care providers based on available supports and services. This is similar to other research, which found respite care being provided by a mixture of paid and unpaid care givers, family members and others. 2, 3, 5, 17, 23 The disparate provision of overnight respite to families in this study may reflect the differences in needs between families but may also reflect the scarcity of this type of respite provision and the financial burden of respite services. Twenty percent of families reported using their own savings in order to fund their child's respite and 50% reported that finances were a barrier to receiving adequate respite. At the time of this study, there was limited residential respite centres for children in Queensland. In this context, inequitable access to respite service provision is an important underlying principle. Assessing needs and service provision on a national level within Australia is important to minimise variation in care between different states. It is hoped that the National Disability Insurance Scheme in the coming years will facilitate both a family cantered and nationwide approach to disability support across the ages. 19, 24 Another important component of respite is what respite is being used for by the family. In this study, respite was utilised by them to attend their own appointments, spend quality time with their other children and to get rest. It is important to consider the impact of respite on all members of the family when determining the most beneficial types of respite.
Barriers to accessing adequate respite in this study included paucity of appropriately trained respite providers, complexity of care of their child, lack of financial support or the family being geographically isolated. These findings are consistent with previous studies in Victoria, South Australia and New South Wales, 18, 19 which identified a lack of a provider with the expertise to care for children with complex needs. This can be a factor which prevents mothers returning to the work force. 7 The barriers to appropriate respite potentially have a more extensive but difficult to quantify effect on the parent/carer-child relationship.
The lack of appropriate respite may impact both the capacity of the carer to meet the needs of their child and the quality of time the carer spends with their child. This study has not addressed the utility of indirect respite or domestic assistance, which is the provision of services (e.g. cleaning, childcare and supports for other siblings) that does not provide a break as such for the care giver, however, helps and support the running of the family. This may be a preferred option for some families.
Families in this study had a diversity of respite needs caring for a child with a life-limiting condition. Based on the different types of respite families expressed preference for (e.g. in-home, another person's home, hospice, local hospital) and preferred times (weekends, weekdays, overnight, block of respite), it would appear important that service providers have flexibility in their respite arrangements (see Table 3 ). Families felt the level of care required for their child was not readily attained through current respite resources in both the current study and a study undertaken in Victoria. 18 
Limitations
Caution must be exercised when generalising the findings of this study due to the small sample size. Certain groups are underrepresented in the sample such as those with cancer diagnoses, families with culturally diverse backgrounds and those living in a rural location. For families who are not accessing respite, it is important to clarify whether this is due to their preference or due to a lack of services. The perceived benefits from respite and whether parents felt they had received a break from care giving in the respite that is provided is also an important area for future research.
Conclusion
Respite is essential for many care givers of children with lifelimiting conditions. We found significant variation in the number of days of respite, the time respite is provided and how respite is funded. In this context, it is important that service provision is flexible and equitable. This study has identified families with social disadvantage as being at increased risk of not accessing respite services. Future research should consider the impact of diagnosis, social disadvantage, cultural factors and geographical location on the equity respite service provision. 19 
